In a recent systematic review, 39 series were found describing 10 patients or more with a total of 1239 patients. 7 However, most series reported their data only at group level, making the confounding by indication impossible to correct, and no comparison could be made between different treatment regimens. A systematic review of endovascular stenting in ECAA patients revealed that so far endovascular stenting has been applied, mainly in patients with traumatic ECAA, with a high success rate (92.8%). 8 Despite this, the overall in hospital mortality was 4.1%. With a mean follow up period of 15.4 months, a high patency was reported and late stroke was <1%. The effect reported in this review remains uncertain while it is based only on records with a low quality of evidence. Furthermore, in a recent histological analysis, a clear shift was observed in the previously described etiological background of ECAA from atherosclerotic to post dissection carotid dilatation. 9 For a proper assessment of the benefit and complication risk from the different revascularization options for ECAA, a better insight in vascular procedural outcome is needed and especially in the natural follow up. Given the limited number of patients, randomized controlled trials are not feasible in rare diseases such as ECAA. Disease registries have become essential for the investigation of such diseases, thanks to their potential to describe the natural history. The importance of these disease registries has been acknowledged by EUCERD, 10 an EU committee of experts in rare diseases that discusses policies and recommends activities in collaboration with EU agencies. To collect data, the Carotid Aneurysm Registry (CAR) was designed, a prospectively web based international registry assessing natural course, intervention results, and follow up data in patients with an ECAA.
The World Health Organization's definition of a patient registry is "a file of documents containing uniform information about individual patients, collected in a systematic and comprehensive way, in order to serve a predetermined scientific, clinical or policy purpose." 10 Many registries begin on a voluntary and unfunded basis, but can develop into effective international disease registries. Two examples of successful registries are The Pompe Registry and The Cystic Fibrosis (CF) Registry.
The Pompe Registry is an ongoing long-term, international registry initiated in 2004, sponsored and administered by Genzyme. 11 This registry contains the largest dataset on patients with Pompe disease and was started in order to gain information on the natural history of Pompe disease. Through electronic case report forms, information is collected on clinical manifestation, progression of the disease, and outcome. Analysis of data from this registry has resulted in many new insights, including timing and execution of diagnostic tests.
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The CF Registry started in the USA in 1966 and in Canada in 1970. This combination of national CF registries was set up to describe population patterns of diagnosis, demographics, and mortality in CF patients. 12 This registry demonstrated successful treatments which could be applied in specialist CF centers. Furthermore, the results from this registry, described in numerous publications, are used in the daily care for CF patients with positive consequences on quality of life and life expectancy. 13 International cooperation within a (web-based) registry has clear advantages. First of all, obviously, the number of patients increases. This results in detection of smaller effects and more strength to support detected effects within the database. Working with different geographic groups also creates the possibility of comparing different treatment models by appropriate matching of cases. In rare diseases, because of lack of evidence based guidelines, expert opinion will influence the local treatment model creating different approaches within an international registry. Finally, bringing large groups of researchers together from different countries may result in new research ideas and strengthen further collaboration within the vascular surgical field.
The CAR is an international web-based prospective registry in which literally all patients with an extracranial aneurysm of the carotid artery can be included, independent of the treatment approach chosen. Also patients in whom a conservative approach is initiated are of highest interest for the registry.
The primary aim of this registry is to collect data to assess the natural history of ECAA. The further objectives of the CAR are to provide data on existing and evolving practice in ECAA diagnostics and treatment. Furthermore, it is intended to identify risk factors for thromboembolic complications related to the aneurysm and the safety and durability of different treatment strategies. All items that will be scored in the registry are listed in the CAR protocol and on the study website, www.carotidaneurysmregistry.com. The primary endpoint in this registry is occurrence of aneurysm related symptoms at 30 days, 1, 3, and 5 years.The secondary endpoint in invasively treated patients comprises treatment safety. Complications may include peripheral nerve dysfunction (sensory and motor dysfunction), local hematoma or infection, local pain or headache, transient ischemic attack, ischemic stroke, local bleeding or aneurysm rupture, and all cause mortality. An endpoint adjudication committee will assess all endpoints reported.
Hopefully, the results from this prospective international registry (results will be analyzed in 1 and 5 years' time) will provide greater clarity regarding ECAA diagnostics and treatment. The registry is now online and all vascular interventionists and specialists involved in the clinical care of patients with ECAA are invited to participate in this international collaborative project.
The project group of CAR consists of the following persons (in alphabetical order): A. 
